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NCILS RESPONSE TO THE INDEPENDENT 
LIVING STRATECY: 
LECISLATION STILL 
REQUIRED (EDITED) 


NCIL overview of Independent Living Strategy 


NCIL welcomes the Strategy and shares the aims of: greater choice and 
control over how support is provided to people who need it; and greater 
access to housing, transport, health, employment, education and leisure 
opportunities and to participation in family and community life. 


The Strategy represents an impressive array of ideas and means to tack- 
le barriers to disabled people’s equality. A cross-government departmen- 
tal approach is a very welcome step forward and recognises the cross-cut- 
ting need for action to empower disabled people to become equal citizens. 
NCIL particularly welcomes: 


. A review of local authority charges for care services; 
: Establishment of ‘action and learning sites’; and 
: Piloting of Individual Budgets for disabled children. 


However, NCIL is very disappointed that, contrary to expert advice, that the 
Strategy does not call for statutory reform to deliver independent living. 


The need for Independent Living legislation 


The Expert Panel which advised the Strategy recommended a legislative 
approach. The Strategy concludes that no legislation is required. Lord 
Ashley’s Independent Living Bill, drafted by the Disability Rights 
Commission after extensive consultation, has passed its Lords stages 
twice. The Bill has received support from a range of disabled people’s, 
carer and older people’s organisations. 


Legislative reform has been requested by the Commission for Social Care 
Inspection, Association of Directors of Adult Social Services, Local 
Government Association and others. 


Barriers to delivering on current Government policy aims to deliver inde- 
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pendent living requiring legislative reform include: 


: There is no means to secure individual redress for disabled and older 
people currently denied support. 

: Existing entitlements to social care do not deliver independent living; 
only guaranteeing being washed and fed. A minimum outcomes 
approach is required to deliver independent living. 

- Assumptions underpinning current services focus on managing ‘vul- 
nerability’, ‘risk’ and ‘dependency’, rather than supporting choice, 
control and participation. Age discrimination is also endemic in the 
existing framework. 

: Support is highly fragmented, resulting in delay, bureaucracy in arrang- 
ing support, unmet needs and wasted resources. A ‘whole-systems’ 
approach is required to tackle this and deliver independent living. 

° The existing system prevents freedom of movement and creates 
inconsistencies in local authority provision. Portable support is 
impossible when moving from one authority to another. 

° In order to ensure greater access to work/volunteering, disincentives 
within the benefit system require legislative reform. 


These issues remain unresolved by the Independent Living Strategy. 


CAMPAIGNI 
FOR THE RIG 
AND EQUAL! 
DISABLF™ 


Left to right: Baroness Jane Campbell, NCIL Board, Equality & Human Rights Commission; 
Ivan Lewis, Minister for Care Services; Anne McCuire, Minister for Disabled People. 
; 


We welcome the commitment to continue to review the need for legisla- 
tion. NCIL will be campaigning vigorously to ensure social care reform 
reflects the provisions of Lord Ashley’s Independent Living Bill. > 
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> Social care charging review: must connect with care reform 


The review of charging policies announced in the Strategy is very wel- 
come. Charging policies have been identified as a significant barrier to 
independent living. However, the timetable for delivery of the review 
(‘2009-2011’) is not consistent with Government adult care reform plans. 
This review must inform the care reform green paper in 2008. The 
Government’s three requirements for adult care reform are: 


. to promote independence, well-being and control for those with sup- 
port needs; 

. to be consistent with the principles of progressive universalism; 

. And, affordability. 


In order to meet these aims, the Government must ensure the impact of 
charging policies on disabled people and their family’s lives is understood 
and addressed throughout the reform process. 


Linking the charging review to the Commission for Social Care Inspection 
review of Fair Access to Care Services implementation by local authorities 
(due to report in October 2008) could be a means of delivering this recom- 
mendation earlier and in line with the broader reform timetable. See 
www.csci.org.uk for more information or email: FACSReview @csci.gov.uk 


Action and Learning sites: hitting the 2010 target 


There has been concern that the Government would not meet its target of 
ensuring every locality had a user-led organisation modelled on existing 
Centres for Independent Living (CILs) by 2010. NCIL strongly welcomes 
the commitment in the Strategy to deliver this aim. 


We are concerned that the Strategy suggests further evidence is required 
on the need to ensure that people who require advocacy services to sup- 
port decision-making are having their needs met by some public services. 
This is also a Disability Discrimination Act requirement. Whilst action to 
ensure people can access advocacy is welcome it is a disappointment that 
delivering advocacy services will take over three more years. 


Extending access to individual budgets to children 


NCIL strongly supports the extension of pilots of Individual Budgets to 
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disabled children/young people. 
Independent Living Strategy consultation: still listening? 


NCIL is pleased that the Strategy is an open process and welcomes the 
opportunity for members and individuals to input 


Further information on this briefing, NCIL, independent living and care 
reform is available from Neil Coyle: 020 7587 3983 or policy@ncil.org.uk 
See www.officefordisability.gov.uk for the strategy or phone 020 7 962 8799 


For a copy of NCIL’s unedited full response see our website or contact 
Banane Nafeh Information Assistant on 0207 587 1663 


LETTER FROMTHE MINISTER FOR DISABLED 
PEOPLE (ILF) 


Changes to the Independent Living Funds (ILF) 


In January 2008 NCIL wrote to Anne McGuire MP, Minister for Disabled 
People, to express our concerns about the changes that have been made 
to the independent living fund particularly the raising of the local authority 
threshold from £200 per week to £320, the fact that ILF will no longer be 
payable from the date of application but from the date of acceptance, and 
the insensitivity of announcing such a move just before Christmas with no 
period of consultation. Below we publish her reply. 


“The Fund was set up by the Government 20 years ago to provide finan- 
cial help directly to some severely disabled people to enable them to con- 
tinue living in the community. Local Authorities have the primary responsi- 
bility and the Fund supplements their role. Over the last 20 years the Fund 
has assisted more and then 45,000 people to live independently in the 
community and we know it is much appreciated by its users. 


The Government has consistently increased funding each year at a level 
above the rate of inflation. In the last year or so, the number of applica- > 
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> tions to the Fund has grown sharply, by around 27 per cent, bringing the 
number of people being helped by the Fund to around 20,000. We provid- 
ed additional funding this year to supplement the £288 million we had 
already allocated and we have agreed a further substantial increase for 
the next year of 14 per cent, bringing the fund to £343 million for 2008/09. 


The trustees play an invaluable role in ensuring the trust funds are used in 
the best way to meet the needs of their severely disabled users. In review- 
ing how they planned to operate the Fund next year they decided, among 
other things, that the basic level of funding that local authorities are 
expected to provide for users should increase. They have made it clear 
that existing users of the Fun will continue to get at least their current 
award as long as they continue to meet the eligibility conditions. 


The level of funding local authorities must contribute has remained 
unchanged for around 15 years and the trustees judged an increase was 
required to ensure the Fund was able to meet the needs of the people it 
was established to help. They took into account a number of factors, 
including the fact that in 53% of p 8 p8 cases the local authority is already 
providing more than £320 a week in funding and the average amount is 
around £300 already. 


The trustees also agreed some further steps to clarify priorities and to con- 
centrate on helping the people the Fund was established to help. | support 
their decisions. Helping disabled people who are in work is already a pri- 
ority specified in the trust deed and the changes here are simply to assist 
the trustees in applying this. 


The Fund wrote to all users and local authorities in Great Britain explain- 
ing the changes and to some disability organisations. The trustees thought 
it important to do this as soon as they could and the letters were sent 
immediately after their meeting to confirm the decision. 


The Fund has played a very important role in enabling disabled people to 
live independently and will continue to do so in the coming year. The 
trustees use their knowledge and experience to ensure the trust funds are 
used in the best way to meet the needs of their severely disabled users and 
| am grateful to them for their continuing commitment to disabled people.” 


Anne McGuire MP 
Minister for Disabled People 
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INDIVIDUAL BUDCETS THE LATEST 


The launch of the government Putting People First concordat last 
December was designed to herald a transformation in social care to per- 
sonalisation and individual budgets. A sum of £520 millions over the next 
three years was also announced to help local authorities transform their 
systems. You can check how much your local authority has been allocat- 
ed from this funding by going to the Department of Health website 
www.dh.gov.uk/en/SocialCare/SocialCareReform/Personalisation 


Implementing these reforms is 

another matter. At this stage it £20: seh rWiglondS wk ih, 20 
appears that not only are these | ***/**98s0,, a “0 a 
reforms not going to be under- an con) | 
pinned by legislation but the ee 
Department of Health are not 
intending to issue any guid- 
ance. They are simply going 
to rely on a series of practical 
‘tools’ such as suggestions 
on how to put together a 
resource allocation system and 
how to set up systems for sup- 
port planning and brokerage. 


The lack of any guidance that can 
be legally enforced is of very real concern to NCIL. We know that . 
in the case of direct payments, even with such guidance, many local 
authorities have not implemented fully the spirit of the legislation. With no 
guidance available for rolling out individual budgets how much we can 
trust local authorities to ensure people receiving social care support are 
genuinely able to their own affairs? 


NCIL will, of course, continue to argue for a change in legislation to guar- 
antee a right to independent living but in the meantime we need to do what 
we can to influence the transformation process in local authorities. We aim 
to ensure that all our members are fully informed so if you need informa- > 
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> tion about individual budgets or want to discuss what is happening in your 
local area please get in touch. Information is power, as they say. 


Actually many local authority officers are not that knowledgeable about the 
personalisation agenda so it can be part of our role to inform them! For 
example in Hampshire the County 
Council have decided to establish 
a commission to decide on how 
they are going to transform social 
care. This commission does not 
include local disabled people. 
Hampshire Coalition of Disabled 
People are arguing that local peo- 
ple should decide based on the 
wording in the Putting People First 
concordat. 


It was in the spirit of sharing knowl- 
edge that NCIL organised its 
series of seminars in the English 
regions. Thanks to everyone who 
made the effort to attend. There 
* were certainly some lively discus- 

| sions. We are in the midst of com- 
7 6 piling all the points that were 
~~) | raised. More in the next issue of 


Do not forget there is plenty of information on individual budgets on the 
Care Services Improvement Partnership website and In Control’s website. 
www.individualbudgets.csip.ork.uk and www.in-control.org.uk 
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ite? 4§ MEMBERSHIPS 


INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 


We are all 
disabled people. 
We are full 
members. 


Full Membership 
Who can apply? 


Organisations of disabled people — which means 
organisations that have a minimum of 75% 
controlling interest by local disabled people and 
that have a constitutional and/or operational 
commitment to at least two of the following: 


. Independent Living 

Direct Payments/ Individual Budgets 

? Social Model of Disability 

. Support of/for Personal Assistance Users 


You must give evidence of this, usually by 
providing a copy of your organisation’s 
constitution. If your constitution does not meet 
the above we will ask you to explain how you 
qualify. Final decisions on class of membership 
will be made by the Management Board. 


Organisations who meet the above will have 
full voting rights. 
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INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 


We are 
Associate Members 
because some of us 

are not disabled 


people. See - 
Associate Membership 
Who can apply? 


Any organisation supporting the National Centre 
for Independent Living’s aims and values can be 
an associate member. Associate members get 
most of the benefits of membership except the 
right to elect the management board and to vote 
at the Annual General Meeting. 


Membership Benefits 


Full Members only will have the following benefit: 

° Full voting rights at the National Centre for 
Independent Living’s Annual General 
Meeting. This will include the right to elect 
50% of NCIL’s Management Board 


All Members will have the following benefits: 

° Priority to attend forums, seminars and 
meetings arranged by The National Centre 
for Independent Living (Space permitting) 

‘ 20% discount on advertising and publications 

: 10% discount on training and consultancy 


services 
* 20% discount on NCIL training room hire 
: “Independently” newsletter sent directly six 


times a year 
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INDEPENDENCE - CHOICE - CONTROL - PARTICIPATIO 


The following membership fees apply: 


Individuals 
Waged £15.00 
Non-waged £7.50 


Associate memberships 
(Organisations that have less than 75% control by 
disabled people and are not locally run) 


£300.00 Turnover more than £1,000.000 per year 
£200.00 Turnover more than £500,000.00 per year 
£100.00 Turnover up to £500,000.00 per year 


Full membership 

(Organisations that have 75% or more control by 
disabled people and are locally run). Please 
include a copy of your organisation’s constitution 
and / or supporting evidence if you are applying 
for full membership. 


£180.00 Turnover more than £1,000.000 per year 
£100.00 Turnover more than £500,000.00 per year 
£50.00 Turnover less than £500,000.00 per year 


For cheque payment, please make payable to: 
NCIL 


For BACS payment: 

HSBC Bank plc 

Account number: 21325140 
Sort code: 40-01-08 
Reference: Membership 
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MEMBERSHIPS ORDER 


Please return to: 


e NCIL 
Ath Floor Hampton House 
20 Albert Embankment 
. London SE1 7TJ 
National Cenire for 
Independent Living 


info@ncil.org.uk 
Tel: 020 7587 1663 
Fax: 020 7582 2469 


Name: 


Full 
Address: 


Telephone Ge? | | 
Number: calf 

en \ 
Number: @@)|_ 
Number: 
Textphone/ geen. Pd 
Typetalk: (#275) 


Name: | 
Authorised 
signature: mm) 
Please tick: 


Individual | | Associate | | Full | | 


COALITION ON CHARCING WHAT IS NEW? 


NCIL chairs the ‘Coalition on Charging’, which is a group of national organ- 
isations who share concerns about charges for care services. The coali- 
tion includes Age Concern, the Alzheimer’s Society, the MS Society, the 
Disability Alliance and Mencap. 


The coalition is jointly working on a report on charges which we hope will influ- 
ence the Government’s thinking on adult care reform. The adult care reform 
green paper is to be published in 2008. The Government’s ‘Independent 
Living Strategy’ was launched in March 2008 and committed the Office for 
Disability Issues to lead a review of charges for care services. But the time- 
frame for this review is set as 2009-2011, meaning it would happen after or at 
the earliest during implementation of broader care reform plans. 


NCIL — and the Coalition on Charging — believe social care reform should 
fully consider charges for care services. Our report will: 


: demonstrate the impact of charging on disabled and older people 
and carers; 

° make recommendations emphasising an equality and human rights 
approach; and 

: be connected to the Government’s stated ambitions for reform. 
These are: promoting independence, well-being and control; univer- 
sal progressivism; and affordability. 


As part of this report we will be: 


* examining existing evidence on charges and their impact on disabled 
people, older people and carers; 

: sending out (and putting online on members’ websites) a survey to 
examine individual people’s experiences - and representative organ- 
isations’ views on charges; 

* demonstrating the need for change and the difference between 
national policy and local realities; and 

: making recommendations. 


The report will be published in June 2008. The survey will be on our web- 
site from April 7th 2008 www.ncil.org.uk so please do visit and fill it in or 
email: development @ncil.org.uk for a copy. The closing date for respond- 


ing will be 1st May 2008. 7 
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EQUALITY AND HUMAN RICHTS 
COMMISSION (EHRC) 


Last year the Disability Rights 
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Equal Opportunities Commission 
and the Commission for Racial 
Equality to become the Equality —- p 
and Human Rights Commission. 
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If you think you have been dis- 
criminated against you can con- 
tinue to contact the Commission 
as you would have contacted the 
DRC. Firstly you may get the sup- 
port you need to end the discrimi- 
nation you are experiencing, but also discrimination experienced by dis- 
abled people will continue to be monitored. 


If you think you have been discriminated against you can contact them by 
telephone, text phone, letter, email or fax. If you use BSL or have a learn- 
ing disability and would like to have face to face contact they can arrange 
a videophone call with you. If you use another language other than English 
arrangements will be made to contact you in the language of your choice 
as soon as possible. You can also submit a web enquiry form directly from 
the website. www.equalityhumanrights.com 


England 


Equality and Human Rights Commission Helpline 
Freepost RRLL-GHUX-CTRX 

Arndale House 

Arndale Centre 

Manchester M4 3EQ 


Phone 0845 604 6610 


Text 0845 604 6620 
Fax 0845 604 6630 


INCE L 


Wales 


Equality and Human Rights Commission Helpline Wales 
Freepost RRLR-UEYB-UYZL 

1st Floor 

3 Callaghan Square 

Cardiff CF10 5BT 


Phone 0845 604 8810 
Text 0845 604 8820 
Fax 0845 604 8830 


Scotland 


Equality and Human Rights Commission Helpline Scotland 
Freepost RRLL-GYLB-UJTA 

The optima Building 

58 Robertson Street 

Glasgow G2 8DU 


All the helplines are open from 9am to 5pm on Monday, Tuesday, 
Thursday, and Friday. On Wednesday helplines are open from 9am until 
8pm. Last call taken at 7.45pm. 


No limits Whe Lifestyle Event for living Independently 


+7172 4 Wy ExCel LONDON 7-18 SEPTEMBER 2008 Wanw.nolimitsshow.co.uk 


NoLimits is the only national independent living exhibition to 
cover the entire disability sector. See www.nolimitsshow.co.uk 


The show brings together the complete range of disability products and services 
allowing trade buyers, health professionals, carers AND disabled people to 
source new products and services to help improve their lives. 


New Market —- New Show 

The show is a lifestyle event showcasing living aids, assistive technology, 
mobility aids, lifestyle, home and leisure products to inspire and 
improve lives. 


Through compelling content and exciting activities the show will 
provide an informative and inspirational event creating a stimulating 
environment for both trade and consumer visitors to interact with 
and purchase from exhibitors. 


EMPLOYMENT NEWS 


Employers will have to comply with a set of new laws from April 6th 2008 
as legislation passed in recent months comes into force. They will have 
new responsibilities for workers who die through their negligence and will 
face changed sex discrimination laws. The start of April is a traditional time 
at which laws take effect, and a number of employment-related laws will 
come into force. 


Employers will also face changed rules on sex discrimination. The 1975 
Sex Discrimination Act has been amended to take account of a court rul- 
ing which ordered the Government to change the law to take account of a 
European Union Directive, the Equal Treatment Directive. 


The new law will make the definition of sexual harassment wider, and will 
make employers liable for the actions of third parties in some cases. 


The law which governs public authorities' treatment of disabled people will 
also be changed to ensure that more organisations comply with its rules. 
The change will include for the first time public bodies such as the Civil 
Aviation Authority, The Bank Of England, the Nuclear Decommissioning 
Authority and The Royal Botanic Gardens at Kew. 


More information from: 


Department for Business, Enterprise & 
Regulatory Reform 

Telephone: 020 7215 5000 

or 020 7215 6740 (Minicom) 

Fax us on: 020 7215 0105 

Email us: enquiries @berr.gsi.gov.uk 
Website: http:/Avww.berr.gov.uk 


Benefit rates. Statutory Maternity Pay, Statutory Adoption Pay and 
Statutory Paternity Pay will also rise from £112.75 to £117.18 weekly; and 
Statutory Sick Pay from £72.55 to £75.40 weekly. contact Her Majestys 
Revenue & Customs (HMRC) for their guide to benefit rates. 


Employer order line 

Tel: 0845 764 6646 

Fax: 0870 240 6406 

See http://www.hmrc.gov.uk/helpsheets/e1 2. pdf 
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HEALTH & SOCIAL CARE BILL: A NEW "CARE 
QUALITY 
COMMISSIONER’ 


The Government’s Health and Social Care Bill is currently in the House of 
Lords. The Bill plans to dissolve the Commission for Social Care 
Inspection, the Healthcare Commission and the Mental Health Act 
Commission. The Bill will combine the previous commission’s roles in a 
single regulator for health and care services: the Care Quality 
Commission. The Department of Health believes the new system will 
enable joined-up regulation of health and social care, ensuring better out- 
comes for people using services. 


The Bill will mean all [Glee nce ee 
health and social care |@erzc 

providers have to reg- 
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NCIL expects requirements to be of a very high standard and consistent with 
measures to promote dignity, quality and user empowerment. We encour- 
age all members to respond to the Department of Health’s consultation to 
ensure the voice of disabled people is heard. The consultation is online at: 
http:/Awww.dh.gov.uk/en/Consultations/Liveconsultations/index.htm and the 
NCIL response to the consultation will be put on our website soon. 


The Health and Social Care Bill had its Second Reading on 25th March. 
Baroness Jane Campbell, a co-founder of NCIL, spoke in the debate. 
Janes contribution to the Lords debate is available from Banane Nafeh 
Infoassistant@ncil.org.uk or on our website. 
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PRESS RELEASE 


Disabled woman wins cancellation of charges for care at 
home in London Borough of Camden. 


sx A disabled woman who faced a demand 
' from Camden Social Services to pay 
charges for her homecare service out of 
her disability benefits has forced 
Camden to back down. The local author- 
f ity has agreed not to charge her, back- 
\ dating the decision to October 2007, 
; when Camden’s current policy of 
means-testing all older and disabled 
homecare users, came into force. 


Ms X, who has fibromyalgia (fatigue and 
severe pain in tendons and joints), gets 
two hours’ paid care per day, plus help 
with food shopping. She receives Direct 
s Payments from Camden to arrange her 
own care. But, like others who rely on 
homecare, she was pressured to pay 
charges for it she could not afford. 


Ms X was supported by WinVisible (WV) — a multi-racial women with dis- 
abilities’ group based at the Crossroads Women’s Centre, and she is part 
of the Campaign Against Care Charges (CACC) — an umbrella group in 
Camden of disabled people and organisations opposed to charging and the 
humiliating assessments. Most members of CACC are homecare users. 


Ms X had written to Camden several times since November, asking for a 
review of the amount that she was being told to pay, as they had overcal- 
culated her income and undercounted her expenses. Camden insisted 
that, according to limits set in national guidelines, they would only count a 
small proportion of some of Ms X’s essential expenses, for example, vita- 
mins advised by her GP but not available on prescription. These limits dis- 
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criminate against severely disabled people whose essential expenses are 
higher than average. 


In December 2007, WinVisible organised a workshop with solicitor Chris 
Benson from Leigh Day, for homecare users to get free advice on how to 
challenge their individual charges for homecare and the Careline emer- 
gency service; and whether the law had been broken in how people’s care 
needs and finances were assessed. Housebound people, and others 
unable to attend, sent in questions or got advice by phone. 


Subsequently, Ms X made a complaint to the Director of Adult Social 
Care, Neil Litherland, detailing further expenses and highlighting that 
when she continued to challenge the amount she was being charged, 
Camden had threatened to reduce her care. This may well have been 
unlawful — Councils are legally obliged to provide the level of service 
which they have decided is needed for that person’s welfare. On 11 
March, she received a letter confirming that “the invoice sent to you... 
has now been retracted . . . the service will remain free.” 


Ms X said: “For six months, the stress | was under rose so high that | was 
in great pain from my condition all the time. They say they are helping you, 
they say they are committed to diversity. They say one thing — then do the 
other. I'd say to other people — don’t give up — fight for your rights.” 


For more information on our activities to defend homecare, and legal chal- 
lenges in other boroughs, contact: 

WinVisible 020 7482 2496 voice/minicom CACC 07528 841614 or Email: 
winvisible @ allwomencount.net 
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Have your launch, 
training event, meeting 
in Central London. 


TO BOOK CONTACT: _. 


4TH FLOOR, 

HAMPTON HOUSE | 

20 ALBERT EMBANKMENT 
LONDON SE1 7TJ 


EMAIL: office@ncil.org.uk 
WEB: www.ncil.org.uk 


NC/ rL 
National Centre for 
Independent Living 


HIRE RATES 
MONDAY - FRIDAY 9.30AM -5.30PM 


HOURLY RATE FULL DAY* HALF DAY* 


Le 1-15 se S40 PER HOUR £305 
NON-MEMBERS | -2<)') 45 (4) (e)8) £380 


ROOM FEATURES 
54.4 SQ METRE 


CAPACITY 


BOARDROOM 
THEATRE 


THEATRE WITH 
WHEELCHAIR USERS 


*FULL-DAY: 09.30AM-5.30PM 
HALF DAY: 09.30-1.30PM /1.30PM-5.30PM 


You can get involved and support NCIL by: 
Making a donation 
Sponsoring one of our activities 
Taking part in one of our campaigns 
Contributing to our newsletter 
Joining as a member 
Using our training services 


Contact us 


General information: info@ncil.org.uk 
Campaigning: policy@ncil.org.uk 
Training and consultancy: projects@ncil.org.uk 
Administration: office@ncil.org.uk 

Finance: finance@ncil.org.uk 


NCIL is a company limited 
by guarantee registration no. 4701388 


Charity no.1113427 


we 
Copy deadline next issue NC. iL 16th May 2008 


